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Single Condition

Individual governance

Limited
standardization

Limited data

“Personal” collections

Limited role of subjects

Spanish National Rare Diseases Biobank (BioNER)
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Multi-condition; cross-disease
(Catalogue )
Group governance

Increased standardized
protocols for samples and data

(Harmonization )
Robust data from multiple sources

(Interoperability )
Models for shared infrastructure
(Collaboration )

Dynamic involvement of
stakeholders
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Connecting Biobanks and

Reqgistries
Spanish National Spanish National
Rare Diseases Rare Diseases
Biobank (BioNER) Registry
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Connecting BioNER and RD Registry
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Spanish National Rare Diseases Biobank (BioNER)

To establish a framework and infrastructure for
the systematic collection of biological samples
and related clinical data from patients affected
by Rare Diseases , their families and controls

To promote research and to support the
development of diagnosis and treatments
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Pre-enrolmentin

th . h .
Implementation of 5" Framework Programme: RD-HUB (USA) 7" Framework Programme:
Biobank with samples Founder member of RD-CONNECT Proyect
from TOS EuroBioBank (EBB) ESFRI -BBMRI (IRDIRC)

1986 - 1989 2000 2002 2004 2005 200 2010 2011 2012 2013... 2017
Biobank IIER (CISAT): Member of ISBER along Member of RetBioH,
with CNIO ISCIII

- Collecting TOS samples from
Hospitals/CNA

-Visit to the biobank of the CDC
- Agreements with CDC and FJC

- Ethics commitee of CISAT in
collaboration with the IRB of the
CDC

6" Framework Programme:

EBB partner of the TREAT-
NMD proyect
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DONORS RECRUITMENT

CREER, RD reqistry, research studies, collaborators and more....
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Distribution of donors by RD (ICD10)
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DONORS RECRUITMENT
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PROCESSING OF
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DONORS RECRUITMENT
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PROCESSING OF
BIOSPECIMENS

- 0 i
196°C cryogenic tanks v _80°C freezers

STORAGE

-4°C medical refrigerator

Security and Back-up systems
(CO,)
Temperature and data monitoring
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DONORS RECRUITMENT
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PROCESSING OF
BIOSPECIMENS

v
STORAGE

v
CESSION

Reception of order
Distribution of samples
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Visibility and Dissemination

CATALOGUE

Brochures
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